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Abstract: There is a paucity of data to support evidence-based practices in 
the provision of patient/family education in the context of a new childhood 
cancer diagnosis. Since the majority of children with cancer are treated on 
pediatric oncology clinical trials, lack of effective patient/family education has 
the potential to negatively affect both patient and clinical trial outcomes. The 
Children’s Oncology Group Nursing Discipline convened an interprofessional 
expert panel from within and beyond pediatric oncology to review available 
and emerging evidence and develop expert consensus recommendations 
regarding harmonization of patient/family education practices for newly 
diagnosed pediatric oncology patients across institutions. Five broad 
principles, with associated recommendations, were identified by the panel, 
including recognition that (1) in pediatric oncology, patient/family education is 
family-centered; (2) a diagnosis of childhood cancer is overwhelming and the 
family needs time to process the diagnosis and develop a plan for managing 
ongoing life demands before they can successfully learn to care for the child; 
(3) patient/family education should be an interprofessional endeavor with 3 
key areas of focus: (a) diagnosis/treatment, (b) psychosocial coping, and (c) 
care of the child; (4) patient/family education should occur across the 
continuum of care; and (5) a supportive environment is necessary to optimize 
learning. Dissemination and implementation of these recommendations will 
set the stage for future studies that aim to develop evidence to inform best 
practices, and ultimately to establish the standard of care for effective 
patient/family education in pediatric oncology. 
Keywords childhood cancer, new diagnosis, patient/family education, 
Children’s Oncology Group 
Introduction/Background 
The Children’s Oncology Group (COG) is the only pediatric 
clinical trials program operating under the National Cancer Institute’s 
National Clinical Trials Network (Adamson, 2013). The majority of the 
more than 15 000 children and adolescents diagnosed with cancer in 
the United States each year (Ward, DeSantis, Robbins, Kohler, & 
Jemal, 2014) are treated on COG clinical trials at over 220 member 
institutions that include leading universities, cancer centers, and 
children’s hospitals (Shochat et al., 2001). The COG Nursing Discipline 
consists of nearly 2500 registered nurses representing all COG 
institutions, and nurses assume a major role in providing 
patient/family education (Landier, Leonard, & Ruccione, 2013). Since 
the majority of children with cancer are treated on pediatric oncology 
clinical trials (Shochat et al., 2001), lack of effective patient/family 
education has the potential to negatively affect both patient and 
clinical trial outcomes. Examples include incorrect administration of 
home medications or inability of the parent/caregiver to recognize and 
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seek emergent treatment for a child who is experiencing potentially 
life-threatening complications. Therefore, understanding the principles 
and strategies for successful parent/caregiver learning in the context 
of a new diagnosis of childhood cancer is essential in promoting the 
well-being of the patients and their families, facilitating parental/child 
adjustment to the diagnosis and treatment, and contributing to the 
successful implementation and completion of clinical trials (Landier et 
al., 2013). 
Patient/family education is “a series of structured or non-
structured experiences designed to develop the skills, knowledge, and 
attitudes needed to maintain or regain health” (Blumberg, Kerns, & 
Lewis, 1983). Patient/family education has been recognized as a core 
responsibility of the pediatric oncology nurse since the 1980s 
(Fochtman & Foley, 1982; Hockenberry & Coody, 1986; Johnson & 
Flaherty, 1980; Kramer & Perin, 1985; McCalla & Santacroce, 1989) 
and is a major component of the current scope and standards of 
practice for pediatric oncology nurses (Nelson & Guelcher, 2014). 
Although many positive outcomes have been attributed to 
patient/family education, including increased treatment adherence, 
fewer hospitalizations, improved self-management capabilities, and 
shorter hospital stays (Kelo, Martikainen, & Eriksson, 2013; Kramer & 
Perin, 1985), there is currently a paucity of evidence to support an 
evidence-based (best practices) approach to patient/family education 
in pediatric oncology (Aburn & Gott, 2011; Landier et al., 2013; Slone, 
Self, Friedman, & Heiman, 2014). As a result, evidence-based 
standards to inform practice across institutions are currently lacking, 
resulting in considerable variability in the provision of education for 
newly diagnosed patients (Slone et al., 2014; Withycombe et al., 
2016), which may lead to decreased quality of the information 
provided (Baggott, Beale, Dodd, & Kato, 2004). The COG Nursing 
Discipline has developed educational materials specifically targeted to 
parents/caregivers of newly diagnosed patients participating in COG 
clinical trials (Kotsubo & Murphy, 2011; Murphy, 2011). While these 
materials address the provision of safe care and foster an 
understanding of clinical trials and protocol adherence, their 
development was guided by expert opinion, due to the paucity of 
available evidence to inform design and content. 
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The lack of evidence-informed approaches to patient-family 
education in pediatric oncology represents a significant gap in 
knowledge. Recognizing this gap, the COG Nursing Discipline identified 
“understanding the effective delivery of patient/family education” as a 
high-priority aim within its 5-year blueprint for nursing research 
(Landier et al., 2013), and set in motion a series of studies to address 
this aim (Haugen et al., 2016; Rodgers, Laing, et al., 2016; Rodgers, 
Stegenga, Withycombe, Sachse, & Kelly, 2016; Withycombe et al., 
2016). A consensus conference was subsequently organized by the 
Nursing Discipline to bring together experts from multiple disciplines 
within and outside pediatric oncology to review the findings from the 
COG studies, as well as related work in other pediatric subspecialties, 
in order to develop expert consensus recommendations regarding best 
practices for the provision of patient/family education for newly 
diagnosed patients across the COG. 
Methods 
In October 2015, the COG Nursing Discipline convened a 
consensus conference focused on patient/family education for newly 
diagnosed families, during which findings from studies addressing 
current literature (Rodgers, Laing, et al., 2016), institutional practices 
(Withycombe et al., 2016), essential informational content (Haugen et 
al., 2016), parental perspectives (Rodgers, Stegenga, et al., 2016), 
and the viewpoints of 3 patient/family education experts from 
subspecialties outside pediatric oncology (Ahern, 2015; Bondurant, 
2015; Weiss, 2015) were presented, discussed, and critiqued by 
conference participants. All experts and participants were provided 
with copies of these presentations to review prior to the conference. 
Following the presentations, a consensus-building session was 
convened, during which an interprofessional panel of experts from 
pediatric oncology, nursing, behavioral sciences, and patient advocacy 
reviewed and critiqued the evidence presented at the conference, with 
the goal of developing best-practice recommendations. Recognizing 
that high-level evidence to inform best practices regarding 
patient/family education in pediatric oncology was not currently 
available, the panel recommended using available evidence, in 
combination with expert consensus, to develop principles and 
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recommendations for potentially better practices for patient/family 
education for newly diagnosed pediatric oncology patients. This article 
summarizes the expert panel’s consensus-based principles and 
associated recommendations, in order that they may be used 
collaboratively across institutions to harmonize patient/family 
education practices, which will facilitate the development of further 
evidence to inform best practices. 
Findings 
Five broad principles, with associated recommendations, were 
identified by the panel (Box 1), and are summarized below. 
Box 1. Key Principles and Recommendations from the Expert Panel 
1. In pediatric oncology, patient/family education is family-centered  
o Include all individuals who are central to the patient’s care 
o The family is considered an important part of the child’s health 
care team 
o Teach more than one caregiver in each family, whenever 
possible 
2. A diagnosis of cancer in a child is overwhelming for the family  
o Before the family is able to learn to care for the child, they 
need:  
1.  – Time to process the diagnosis emotionally and 
2.  – A plan to manage ongoing life demands in light of 
the diagnosis 
o The psychosocial services team plays a key role in supporting 
the family 
o The family’s learning priorities may differ from those of health 
care professionals during the initial timeframe 
o Address the learners’ fears/concerns prior to proceeding with 
teaching 
3. Quality of teaching determines family readiness to care for their child 
at home  
o Patient/family education for newly diagnosed families should be 
an interprofessional responsibility, with a focus on 3 key areas:  
1.  – Diagnosis/treatment 
2.  – Psychosocial coping 
3.  – Care of the child 
o Standardized educational content, but individualize educational 
methods 
o Pacing of patient/family education is important; the initial focus 
should be on the “essentials” (ie, survival skills) 
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o All health care professionals should receive training in the 
principles and practice of patient/family education in pediatric 
oncology 
o Consistent messaging across disciplines (eg, pediatric oncology, 
nursing, psychosocial) and platforms (eg, written, oral, 
electronic) is essential 
o Assess family readiness to care for the child at home from 
multiple perspectives (parent, nurse, physician, psychosocial 
services team) 
4. Patient/family education occurs across the continuum of care  
o Provide only essential education during the initial period 
following diagnosis 
o Provide education across care settings and transitions 
5. A supportive environment is required to optimize learning  
o Focus on listening and avoid distractions while teaching 
o Provide education that is understandable and culturally 
sensitive 
o Provide anticipatory guidance (ie, help the family to ask 
questions) 
o Reassure the family that initial learning is typically a gradual 
process 
1. In Pediatric Oncology, Patient/Family Education Is 
Family-Centered 
The expert panel recognized that in pediatric oncology, 
patient/family education is family-centered. Thus, the panel 
recommended that (1) all individuals who are central to the patient’s 
care (ie, “family”—the patient [when developmentally appropriate], 
parents, siblings, guardians, grandparents, caregivers, and others) 
should be included in education, which will often involve multiple 
generations as learners and providers of the child’s care; (2) family 
should be viewed as an important part of the child’s health care team; 
and (3) whenever possible, more than 1 caregiver in each family 
should be prepared to care for the child (although teaching additional 
caregivers may be sequenced at a later time rather than during the 
period immediately following the initial diagnosis). 
2. A Diagnosis of Cancer in a Child Is Overwhelming for 
the Family 
The expert panel agreed that following a diagnosis of childhood 
cancer, the family needs time to (1) process the diagnosis and manage 
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emotional responses and (2) determine how they will manage ongoing 
life demands (eg, issues related to parent/caregiver employment, 
maintaining insurance, making arrangements for care of siblings, 
accessing transportation to the medical facility, etc), before they are 
able to successfully learn the specifics of care for their newly 
diagnosed child. Although all health care disciplines are involved with 
the family to some extent during the initial period following diagnosis, 
the panel recognized that the psychosocial services team (which may 
include psychosocial professionals, eg, psychologists, social workers, 
child life specialists, and/or health educators) plays a significant role in 
supporting the family as they engage in adaptive coping strategies and 
helping the family identify a workable plan for managing ongoing life 
demands. The panel also found that it is important for all health care 
providers to understand that the learning priorities of the family may 
differ from those of health care professionals during this stressful 
period, and that fears and concerns of the learners should be 
addressed prior to initiating teaching regarding the child’s care needs. 
This concept was expressed as “meeting the family where they are.” 
3. Quality of Teaching Determines Family Readiness to 
Care for Their Child at Home 
The expert panel made 6 core recommendations regarding quality 
of teaching, as follows: 
a. Patient/family education for newly diagnosed families should be an 
interprofessional responsibility, with a focus on 3 key areas: 
Diagnosis/treatment, psychosocial coping, and care of the child. The 
panel recommended an interprofessional approach to patient/family 
education in order to address the 3 key foci of education for newly 
diagnosed families (Figure 1). (i) Diagnosis and treatment (generally 
led by the pediatric oncologist). The panel recognized that there is 
often urgency for delivery of this component of education, which 
generally must occur before the child’s treatment can be initiated, and 
it is most commonly accomplished in the setting of a diagnostic 
conference. Essential information that must be conveyed includes a 
description of the disease and its etiology, the planned treatment and 
potential complications (acute and long term), and the child’s 
prognosis (Mack & Grier, 2004). Families often feel overwhelmed with 
the amount of information that they receive during this time; however, 
the panel recognized that the extent of information presented is often 
driven by the need to obtain informed consent (permission) prior to 
treatment initiation (Kodish et al., 1998). Given that not all health care 
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team members can be present at the diagnostic conference, and that 
the family often has difficulty remembering the details of the 
information conveyed, the panel recommended that 1 team member 
be assigned to compile a concise, accurate, and sensitive summary of 
this conference, using a standardized template (and an audiorecording 
of the session, when possible). This summary could then be placed in 
the child’s medical records and reviewed with/given to the family, 
facilitating consistent messaging across health care disciplines 
regarding the child’s diagnosis, prognosis, and treatment plan. The 
panel also recognized that the diagnostic conference summary should 
be considered a “living document” that should be updated over time as 
new information emerges, such as additional test results or treatment 
response evaluations. (ii) Psychosocial coping (generally led by the 
psychosocial services team). The panel recognized that following 
diagnosis, the family needs time and support to process the diagnosis 
and cope with their emotions, as well as guidance in developing a plan 
for managing the practical implications of the child’s diagnosis within 
the context of ongoing family life demands (as described in Principle 2, 
above). (iii) Caring for the child (generally led by the nursing 
discipline). Once the family has been informed of the diagnosis and 
treatment plan, and has had time to process their initial emotional 
reactions and cope with managing the demands of everyday living in 
the context of the diagnosis, the family must also learn essential 
information regarding the child’s care needs. The panel recommended 
that the information conveyed during this initial time frame be limited 
to crucial concepts necessary to prepare the family to provide safe 
care for the child, including “survival skills,” such as medication 
administration, central line care, recognition of health emergencies 
(eg, fever), and understanding how and when to access emergent 
care. The panel recognized that there may be variability across 
institutions regarding the disciplines responsible for teaching the 3 key 
content areas, and that additional disciplines beyond nursing, 
oncology, and psychosocial services may be involved at some 
institutions (eg, pharmacy). 
b. Standardize educational content, but individualize educational 
methods. The panel recommended development of core essential 
educational content for newly diagnosed families. This core content 
should be limited to essential information necessary for initiation of 
treatment, managing the logistics of everyday living, and initial care of 
the child (Table 1). Additionally, the panel recommended the use of 
structured tools (eg, checklists or “handoff tools”) to guide teaching of 
core content and assessment of successful learning. Recognizing the 
varied diagnoses, treatment strategies, and age ranges in pediatric 
oncology, the panel recommended development of algorithms or 
templates to facilitate the implementation of customized teaching 
plans that contain the essential content, but that are tailored to each 
child’s specific diagnosis, treatment plan, and age/developmental 
stage. Despite the necessity of identifying core educational content, 
the panel also recognized the importance of individualizing methods 
for providing education to address differences in learning needs, 
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including language, literacy/health literacy, culture, emotional state, 
and preferred learning style, with an emphasis on tailored 
communication and relationship-based learning (Table 2). 
c. Pacing of patient/family education is important; the initial focus should 
be on the “essentials” (ie, survival skills). The panel recommended 
presentation of educational content in a tiered and sequenced fashion, 
with initial education focused only on the essentials, adding more 
detailed content later (ie, allowing the family to “dig deeper”), if 
appropriate. 
d. All health care professionals should receive training in the principles 
and practice of patient/family education in pediatric oncology. The 
expert panel acknowledged that educational needs are potentially 
present during each patient encounter, and recommended that all 
health care professionals receive some training in the provision of 
patient/family education so that “teachable moments” can be seized 
whenever they occur (including on nights, weekends, and holidays). 
The panel also recommended that a clear plan for education be 
established for each patient, and that key individuals from the 
patient’s primary treatment team maintain overall responsibility and 
accountability for this education. Moreover, the panel advised that key 
individuals on the health care team responsible for patient/family 
education should receive specialized training and (when/if available in 
the future) certification for this role. 
e. Consistent messaging across disciplines (eg, pediatric oncology, 
nursing, and psychosocial) and platforms (eg, written, oral, electronic) 
is essential. Recognizing that consistency in messaging across 
disciplines and platforms is essential to avoid confusion and 
dissatisfaction with education on the part of families, the panel 
recommended that a responsible individual be assigned to oversee the 
educational process for each family in order to assure consistency (as 
discussed in 3d, above). The panel recognized that the individual 
responsible for education would not necessarily provide all of the 
education for the family; in fact, the panel acknowledged that more 
than 1 team member often needs to be involved in the provision of 
patient/family education (eg, someone knowledgeable about 
diagnosis/treatment, someone knowledgeable about care of the child 
at home, etc), and that delineation of roles in the educational process 
is necessary. Thus, the panel recommended that regardless of who is 
providing the education, all team members should be aware of the 
content that other disciplines may be teaching, so that they can 
reinforce the educational messages of other team members. This will 
necessitate development of effective systems for communicating 
information regarding patient/family education among members of the 
health care team, and it will require integration with existing 
communication platforms, such as electronic medical records. 
Importantly, the panel also recommended that all forms of education 
(eg, verbal, written, electronic) be consistent in messaging, 
necessitating awareness by team members of the content of 
educational materials distributed to families, as well as frequent 
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updating of these materials to keep messages clear, consistent, and 
well-aligned with educational practices. 
f. Assess family readiness to care for the child at home from multiple 
perspectives. The panel recommended assessment of family readiness 
to care for the child from the perspectives of the parent/caregiver, 
nurse, physician, and psychosocial services team while recognizing 
that readiness is optimized when evident from all perspectives. The 
panel agreed that the health care team is instrumental in moving the 
family toward readiness, and it must do so using a plan that includes 
multiple assessment and intervention techniques, such as “think 
forward” (ie, helping the parent envision and address scenarios that 
may occur while caring for the child at home; Weiss, 2015) and 
“teach-back” (ie, having the caregiver demonstrate their 
understanding of home care skills to the health care provider; 
Kornburger, Gibson, Sadowski, Maletta, & Klingbeil, 2013). 
Additionally, the panel recommended the development of a concise list 
of important reminders for caregivers (eg, a 1-page document or 
magnet) that can be kept in a convenient and easily accessible 
location, such that it is readily available for reference whenever 
needed. 
 
Figure 1. Interprofessional collaboration for patient/family education in newly 
diagnosed families. 
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4. Patient/Family Education Occurs Across the 
Continuum of Care 
The expert panel recognized that in pediatric oncology, 
transitions frequently occur across care settings (ie, inpatient to 
outpatient, or vice versa), and that planned readmissions or 
sequenced outpatient encounters are typically expected for most 
patients (ie, for continuation of therapy). Therefore, the panel 
recommended teaching only the “essentials” following the child’s initial 
diagnosis, with education continuing across care settings and 
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transitions (ie, throughout the “service line,” with a focus on “care 
transitions”) so that families are able to navigate the experience of 
care through education (Figure 2). 
 
Figure 2. Continuum of education in pediatric oncology for newly diagnosed families. 
5. A Supportive Environment Is Required to Optimize 
Learning 
Finally, the expert panel recognized that for patient/family 
education to be successful, it is important to establish an environment 
that optimizes learning, by (1) conveying to the family that the 
educator is there to listen (ie, is not distracted); (2) providing 
education that is understandable and culturally sensitive; (3) providing 
the family with anticipatory guidance (ie, helping the family to be 
informed in order to ask questions); and (4) reassuring the family that 
learning to care for the child is often a gradual process, all of their 
questions will be answered, no question is foolish, and it is acceptable 
to ask the same question multiple times. 
Discussion and Conclusions 
As a result of this consensus conference, the interprofessional 
expert panel identified key issues related to the provision of 
patient/family education for newly diagnosed pediatric oncology 
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patients that have significant implications for practice and research. To 
our knowledge, this panel formally identified, for the first time, 3 key 
foci of the educational process for newly diagnosed families in pediatric 
oncology: (1) Understanding the child’s diagnosis, treatment, and 
prognosis; (2) Considering how the family can contend with the 
diagnosis (ie, coping with emotions and management of ongoing life 
demands); and (3) Recognizing what the family needs to know to 
provide safe care for the child at home (Figure 1). The experts agreed 
that these 3 foci must be dealt with sequentially to optimize learning 
(Figure 2); thus, importantly, the experts recommended that 
patient/family education in pediatric oncology be done on a 
continuum—across care transitions—and recognized that not all 
teaching must be accomplished immediately following diagnosis. 
Similar to other pediatric chronic illnesses, such as type I diabetes 
(Ahern, 2015) or premature birth (Bondurant, 2015), a diagnosis of 
childhood cancer often occurs abruptly, significantly disrupting family 
equilibrium (Clarke-Steffen, 1993). Childhood cancer treatment 
typically involves multiple planned readmissions to the hospital or 
sequenced outpatient encounters; thus, there are substantial 
opportunities for continuation of education beyond the period 
surrounding the initial diagnosis (O’Leary, Krailo, Anderson, & 
Reaman, 2008). The expert panel identified these planned encounters 
for future therapy as opportunities to continue the process of 
patient/family education across the continuum of care (including home 
and community settings), allowing education during the initial period 
to be focused solely on essential information, and potentially 
decreasing the “information overload” so commonly experienced by 
families of children newly diagnosed with cancer (Aburn & Gott, 2011; 
Rodgers, Stegenga, et al., 2016). 
The panel also identified the importance of developing core 
informational content, while individualizing methods of providing 
education to families. Core educational content important for newly 
diagnosed families is commonly identified in other pediatric chronic 
illnesses, such as type 1 diabetes (Silverstein et al., 2005), asthma 
(National Asthma Education Prevention Program, 2007), and sickle cell 
disease (Yawn et al., 2014). The necessary educational content 
associated with each of these diseases is generally similar for all 
children within a disease group. In contrast, in pediatric oncology the 
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necessary educational content may differ by diagnosis, treatment plan, 
and age/developmental stage of the patient. Nevertheless, based on 
available evidence presented at the consensus conference, the expert 
panel identified essential content across diagnoses, as well as 
diagnosis-specific content, for newly diagnosed families (Haugen et al., 
2016; Rodgers, Laing, et al., 2016; Rodgers, Stegenga, et al., 2016; 
Withycombe et al., 2016). The panel also recommended individualized 
methods of providing education and tailoring core content based on 
current evidence, such as consideration of literacy/health literacy and 
cultural congruence (Kornburger et al., 2013; Lerret & Weiss, 2011; 
Weiss, 2015; Weiss et al., 2008). In alignment with core principles in 
pediatrics (Committee on Hospital Care & Institute for Patient Family-
Centered Care, 2012), the panel emphasized the importance of family-
centered education by recommending inclusion of all individuals in the 
educational process who are central to the child’s care. 
Finally, the panel emphasized the importance of consistency of 
messaging across disciplines, establishing a supportive environment 
for learning, and training of health care providers in the provision of 
patient/family education. These issues have been identified as 
important in other pediatric chronic illness populations, and some 
pediatric subspecialties have developed certification programs and 
standards for health care professionals who provide education to 
patients and families (Gardner et al., 2015; Schreiner, Kolb, O’Brian, 
Carroll, & Lipman, 2015). Similarly, the panel recommended 
development of standards regarding the provision of patient/family 
education, as well as training for health care professionals involved in 
caring for newly diagnosed pediatric oncology patients, with a focus on 
developing the skills required for effective patient/family education. 
The panel endorsed future development of certification for individuals 
with overall responsibility for patient/family education in pediatric 
oncology settings. 
Dissemination and implementation of the panel’s 
recommendations will set the stage for future studies that develop and 
test core content, teaching and learning strategies, and associated 
educational tools. The expert panel recognized that collaboration 
across institutions will be necessary to develop high-quality evidence 
in order to inform best practices, and ultimately to establish the 
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standard of care for effective patient/family education in pediatric 
oncology. 
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